Purpose: At present, there is still controversy between parents of children with muscular dystrophy (MD) and health-care professionals on care issues. Partnerships can connect the affected children and their families to appropriate health-care services, to jointly face the care environment together and thereby improve the quality of life of children with MD. Therefore, the objective of this study was to explore partnerships between families and health-care professionals from the perspectives of parents of children with MD. Methods: Husserl's phenomenological research was applied to explore the basic structures of parents' descriptions of MD. Through purposive sampling, we conducted in-depth interviews with parents, and analyzed the data according to the theory of Giorgi. Nineteen parents (10 mothers, 9 fathers) participated in this study. The precision of the research results was tested by applying the four standards of Lincoln and Guba. Results: This study identified five constituents: feasible resources and detailed care information; the provision of an integrated medical care across systems; family and home as key elements in critical care; respect and care for family care demands; and finally, feedback and support from families. Conclusion: This study demonstrated that partnerships were established by health-care professionals, enhancing the care capacity of the families, developing the preventive medicine of MD, and enhancing children's potential for self-care within the families. Hospital policies should include the promotion of family partnership care. The findings can help health-care professionals recognize the life experiences of children with MD when providing medical care.
Introduction
There are many types of muscular dystrophy (MD) diseases, among which spinal muscular atrophy (SMA) and Duchenne muscular dystrophy (DMD) are the most common. The incidence of SMA is 1/10,000 to 1/25,000 while that of DMD, which is the most common pediatric sex-linked recessive genetic muscular disorder, is 1/3,500 live boys. Every year in Taiwan, SMA is diagnosed in approximately 25 infants and DMD in about 30 infants [1, 2] . Wang et al [3] established the standard care for MD. Considering the complexity of MD, families bear a heavy load in providing care. In Taiwan, such families require coordinated care plans to navigate the health-care system; they need respect and empathy during their children's treatment because they feel that the health-care system does not recognize their children's conditions [3, 4] .
The so-called partnership care provided by health-care professionals refers to continuous communication, information sharing, and family participation in decision-making [5] . Clerke et al [6] indicated that by the process of partnership care, families are able to cope with their situations and thus have a better quality of life. Therefore, partnership between parents of children with MD and health-care professionals refers to the continuous communication, information sharing, and joint decision-making to assist families in integrating resources from health-care professionals of different specialties, such as pulmonology, orthopedics, rehabilitation, and nursing. This will allow families to obtain information to delay the rate of muscle deterioration in their children, take appropriate measures when their children experience acute breathing difficulties, assist their children in selfcare and social development, and search for their own meaning of care.
For the development of partnerships, Olds [7] proposed the nurseefamily partnership program, in which nurses make house visits to promote pregnant women's health, help women build supportive relationships with their families, and link women and their families with required health services. Davis et al [8] developed the Family Partnership Model (FPM), which is characterized by cooperation, power sharing in decision-making, agreement regarding goals, complementary specialties, mutual respect, communication, and negotiation. Although nurseefamily partnership program and FPM have complete theoretical frameworks, Olds [7] suggested improving the programs over time through continuous improvement strategies. Using FPM, Fowler et al [9] trained health-care personnel to cooperate with parents taking care of high-risk children and found that due to care complexity, the parents had to rely on nurses for professional care knowledge and skills. Thus, it is necessary to explore partnerships from the perspectives of families concerning complicated care issues and assess the challenges in practice. In the care of children with MD, the lack of care information and experienced health-care professionals results in problems with the partnership and care intervention. Therefore, this study, based on the FPM model, explored the complex care of families of children with MD and professional partnership of the phenomenon in greater depth.
Current studies on children with MD mostly probe into the stress and care experiences of their families [10e12] , while the interactions between families and health-care professionals are seldom discussed. However, Yang et al [4] recently demonstrated that children with MD and their families expect professional care decision-making based on the family care experience, to enhance their children's security of life.
Pomey et al [13] found that families were not invited to healthcare meetings concerning their cases and that the decision-making process for medical care and services was very slow. Kingsnorth et al [14] explored the partnership interactions among families caring for children with complicated health-care demands and suggested that professional collaboration and integration of communication are essential factors to integrate care plans for families. Hence, the families of children with complicated diseases suggest that partnerships should involve participation, sharing care plans and the expected conditions of the children, and integration of professional care organizations.
To sum up, although previous literature provides the theory and tools of partnership, most of them discuss the effectiveness of care. In the face of progressively deteriorating diseases and lack of medical resources, treatment and care cannot prevent progressive failure in patients with MD. Besides the effect of health care, we can further discuss the meaning and essence of establishing partnerships between health-care providers and families during the lifespan of the patients and their family members. Thus, the study aimed to explore the meaning of partnerships between the families of children with MD and health-care providers, as seen from the perspectives of parents caring for children with MD, in order to realize family-based health care.
The theory of phenomenology is based on the back to things themselves, sharing as subjects, and the development of knowledge through life experience. This study aimed to discuss the partnership between health-care providers and parents and probe into the meaning and essence of the phenomenon. Based on the phenomenological study, we could identify the parents' experiences to trace the nature of the phenomenon and find common constituents that emerge in the process of recognizing partnerships, in order to establish the structure.
Method

Study design
This study explores the partnerships between families and health-care professionals using the Husserl phenomenological method as it does not deny the existing beliefs in partnership. This method helps to recover and reflect on intersubjectivity under the contemporary context of families of children with MD. Partnership is a relationship of intersubjectivity, and phenomenology uncovers the visible and invisible phenomena in the shared world of intersubjectivity [15] , thereby revealing the whole picture of the interactive relationships. Interviews were held with the parents.
Setting and sample
Through phenomenological research from the parents' perspectives, this study explores the basic structure of partnerships between families and health professionals caring for their children with MD. We applied purposive sampling to the case transfers from doctors at two medical centers in Northern Taiwan. The participants are parents of children with SMA or DMD. The children range in age from 7 to 13 years. Nineteen parents (10 mothers, 9 fathers) of 10 children participated in this study.
Phenomenology emphasizes control of the truth of things, as well as the intention to describe the "phenomena". In the broadest sense, things are thoroughly presented by themselves, meaning they demonstrate themselves through human consciousness and experience. The research situations selected were those in which the participants perceived convenience and comfort, felt undisturbed, and could freely express themselves. Therefore, the researcher conducted the interviews in locations selected by the participants and was open to all ways for them to describe their experiences. All the participants were interviewed in their homes.
Ethical consideration
The study was approved by the Institutional Review Board of Chang Gung Medical Foundation (Approval no. 100-3606B). We explained the research objectives and procedures to the participants; safety of the participants was provided by us, including confidentiality and use of pseudonyms to protect participant identities and awareness of any emotional risks that might result from participating in this study.
Data collection
Through in-depth interviews and retrospection, the researchers guided participants by "intentionality" to trace their experiences and to use language to describe their families and the life experiences of their partnerships with the health professionals caring for their children with MD. The health-care professionals are nurse, doctors, and physical therapists. Interviews were conducted by the first author.
The interviews served to indicate the "properties" of life experience regarding the partnerships and to help the participants develop "intentionality" regarding the significance of their "life experience in the partnership". Participants were asked to indicate the experiential phenomena of their families and their experiences in the partnerships with health professionals. The data were collected from May 2012 to October 2013. The interview question was "What is your interactive experience with the health professionals caring for your child?" The supporting questions were: "During interactions, how are the children?"; "When, and in what kind of situations do you find that the care for the children differs from your expectation?"; "What kind of relationship do parents want with their child's health-care professionals?" Each interview took about 1.5e2 hours. In each interview, the researcher recorded the participants' relevant language and non-linguistic behaviors, meaning the participants' flow of consciousness revealed a view of the partnership experiences. When the meanings of the items or details were unclear, the researcher asked for clarification. In joint interviews with husband and wife, the researcher encouraged a conversation between the participants and tried to avoid dominance by one parent. When the participants' opinions were contradictory, they were asked to clarify their points of view. Finally, the researcher determined if the participants had any further opinions. Each participant was interviewed 2 or 3 times. After collecting the data from the last set of parents and based on an analysis of its completeness, the researcher confirmed the integrity of the data and stopped the data collection.
Data analysis
Data analysis was based on Giorgi analysis. We applied the Giorgi analysis method because it uses phenomenological research principles to provide a concrete analysis framework. We followed the analysis steps to ensure that the results were obtained from the participants' daily experiences. The Giorgi analysis method consists of four steps: (1) Reading in order to obtain a sense of the whole. We followed scientific phenomenological reduction to read the overall description. The recorded interviews were repeatedly read for a holistic sense of the partnership between families and health-care professionals; (2) Determine the meaning of the units. The significant units of the phenomena were determined, and all the data descriptions were reconstructed as different meaningful units by the first author. The step was achieved by reading and re-reading the transcripts and then identifying the lived experiences of the participants; and (3) Transform the participant's natural attitudes into phenomenological and psychologically sensitive expressions. The first author met regularly with co-authors to review the data and connect all the meaningful units to categorize the subconstituents and constituents. The pertinence of classifying meaningful units into subconstituents and constituents were discussed together to confirm that all the data were consistent in the terms. This process was continuously repeated until our daily language fully expressed the meaningful units, and the participants' natural attitude expressions were transformed into psychologically sensitive expressions of phenomenology. This study combines and presents the data based on the perspectives of the participants. Through free imagination, we translated the participants' descriptions of their daily lives into professional terms; thus, all data are consistent in regard to terminology. The data were generalized to facilitate reporting to academic groups and are used to present the basic structure of the participants' life experiences. In the final step, all meaningful units were synthesized into a consistent statement that provided the general description of the patients' experience. The essential structure of the phenomenon was thus formulated [16] . Furthermore, the authors returned the findings to the participants and asked them to comment on whether the results were based on their experiences.
In addition, the approach of Guba and Lincoln [17] was applied for enhancing the rigorous nature of the research. Thus, reliability was constructed by confirmability and dependability, where validity was obtained by transferability and credibility was achieved based on the precision of the study. This approach includes persistent observation, peer debriefing, and referential adequacy for enhancing credibility; a detailed description of the phenomena to establish transferability; establishment of dependability by an inquiry audit; and construction of confirmability by a reflection diary and self-awareness memos.
Results
Participants' characteristics
Among the 10 sample children, their age of onset was between 4 months and 8 years. The parents ranged in age from 33 to 52 years. Tables 1 and 2 provide the characteristics of the children with MD and their parents, respectively. Table 3 depicts the features of the families of the children. Before the onset of their children's illness, most families had double incomes, and after the diagnosis, half became single-income families.
The general structure
All the parents had experienced health-care professionals and families in partnership care as subjects, and they cooperated with each other to achieve better family care. For parents, if health-care professionals could provide feasible resources and detailed care information, the families could clarify their key needs for care. The health-care professionals reinforced the quality of self-care, integrated medical care teams, and enabled families to develop their care abilities. By making critical care available at home instead of only in the hospital setting, the health-care professionals empower family care and help families control how they care for their children. Partnership refers to the mutual respect and affirmation between the health-care professionals and the families, and this care experience is included in the overall treatment experience of the children. The children are empowered with the responsibility of self-care and are encouraged to receive treatment through positive concepts. Parents express the family's feedback and support to address the quality of care provided by the health- care professionals and to maintain friendships through affective interactions.
From the parents' perspectives, we identified five constituents from the partnership demands between the families and the health-care professionals: feasible resources and detailed care information; the provision of an integrated medical care across systems; family and home as key elements in critical care; respect and care for family care demands; and feedback and support from families (Table 4 ). An example of how Giorgi's method is applied in the analysis of the transcript is demonstrated (Table 5 ).
Constituent 1: feasible resources and detailed care information
After re-reading the transcript several times, the meaning units that contributed to this constituent were local treatment options, alleviating the parents' burden, caring for children's psychological experience, preventing the relapse of symptoms, and simplification of care needs. Eight participants expressed this constituent in their life experiences.
There are no effective drugs to cure children with MD. When children's conditions deteriorate or their complications increase, families often feel helpless due to a lack of resources. For parents, if health-care professionals can provide detailed care information, the families could clarify their key needs for care. Some parents were tired of long-distance treatment and hoped that health-care professionals would assist in the establishment of medical resources that facilitate family care. Some parents said they were increasingly afraid of hospitalization when their children grew up; thus, families need resources to take care of their children's psychological changes and avoid over-reliance on drugs in the longterm care of their children. Parents realize that they must rely on medicine for the long-term care of their children, but prevention is ignored, which leads to the deterioration of symptoms and increased care difficulties. Health-care professionals can help parents cope with care issues, such as breathing, rehabilitation, and nutrition, and can simplify care issues with a focus on prevention, which is accepted by the children. Thus, health-care professionals can develop appropriate plans for the physical and psychological care of the children. We also identified three subconstituents: helping parents to find convenient care resources; helping parents develop the eidetic intuition for intentionality regarding their children's representational behavior; and returning to children's development and life care at home.
Subconstituent 1: helping parents to find convenient care resource
Parents suggest that caring for children with MD is not a common experience, even for health-care professionals, and resources are difficult to find. Hence, health-care professionals should consider the perspective of families, propose suggestions for related resources, and help families find local treatment options, thereby alleviating the parents' burden and increasing the children's intention to continue rehabilitation.
Mother C: "We had rehabilitation in CG Hospital for about one month. It was too far to the hospital. Later, his physical therapist at CG Hospital suggested going to another hospital in the neighborhood". Father C: "We went to TC Hospital according to his suggestion for group rehabilitation and other therapy." Subconstituent 2: helping parents develop the eidetic intuition for intentionality regarding their children's representational behavior Parents found that as their children grew up, they resisted hospitalization because they were terrified of the hospital. Parents cannot understand such changes; they question their ability to care for their children. When health-care professionals talk to parents about the psychological changes of hospitalized patients, it enables the parents to understand their children's general reaction to their changing illness, and accept their withdrawal. Hence, the families could obtain clarity regarding the future direction of care.
Parent E: "Since Doctor Lin had treated many children in the same situation, he knew their psychological and physical reactions. He told me that as the children grow up, they resist the hospitals and feel terrified. He said that many children have such reactions; they would rather take medicine at home than being hospitalized." Subconstituent 3: returning to children's development and life care at home When dealing with the children's symptoms, the families rely on medical treatments, such as nasal congestion, colds, and anemia therapies. However, when the children's symptoms recur and cannot be cured, the parents seek advice from health-care professionals for daily care, simplification of care needs, and prevention of relapse. Some suggestions from health-care professionals may include teaching children to remove mucus, allowing the children to eat chocolate, offering oxygen during sleep to avoid sinusitis, avoiding repetitive episodes of low blood sugar, and mitigating the degeneration of the lungs due to anoxia. Parents suggest that health-care professionals could help families return to simplified care in their daily lives, comply with children's growth and life development, and strengthen the care confidence of families.
Mother A: "It was a normal cold, and we could deal with it at home! …The doctor said removal of nasal secretions was more effective. It was the same as phlegm in the lungs. We should get rid of it for an effective cure. The doctor told us it required simple care, so during the whole winter, he only treated us with outpatient services." Father A: "Yes! I agreed with the doctor's opinion." Constituent 2: the provision of an integrated medical care across systems Throughout the parents' experiences, they expected the hospital to be more organized for the ill person. The meaning units that resulted in this constituent were complexity of health-care needs, preventing the disease, and multispecialty and long-term care.
Parents felt fatigued when they had to coordinate the children's complex health problems. They often have to take their children to rehabilitation, cardiovascular, gastroenterology/nutrition, orthopedic/surgical, and thoracic respiratory clinics. Moreover, they do not understand the complications of the disease and cannot prevent its recurrence in advance. Because long-term care in hospitals and communities cannot be integrated, care recommendations are not consistent. Parents suggest that the joint growth of both parties is characteristic of a satisfactory partnership. In addition to the growth of family care, growth in the quality of medical care with the family is also required. Parents suggest that because of the complexity of their children's health-care needs, multispecialty care and longterm care are required. Thus, the various medical departments and long-term care institutions should communicate with each other to provide integrated treatment plans for their patients. We 
Raw data
Step 2: Meaning units
Step 3: Transformed meaning units Meaning units contributed to the constituent Mother D: "She accepted the sputum suction to relieve phlegm; however, sometimes the nurses reached deep in the throat, and it was extremely uncomfortable. She then refused and bit the tube…. Later, the nurse was more experienced, and promised her that she would not reach deep, only to the throat. She opened her mouth and coughed by herself, and the nurse sucked the phlegm away. She then cooperated. She removed a lot of phlegm that time and felt more comfortable."
Mother D: "She accepted the sputum suction to relieve phlegm; however, sometimes the nurses reached deep in the throat, and it was extremely uncomfortable. She then refused and bit the tube …. Later, the nurse was more experienced, and promised her that she would not reach deep, only to the throat. She opened her mouth and coughed by herself, and the nurse sucked the phlegm away. She then cooperated. She removed a lot of phlegm that time and felt more comfortable."
Mother D described a situation wherein her child needed suction to relieve the sputum. However, sometimes even when the child was not ready, the nurse inserted the tube deep into her throat, making her feel scared and uncomfortable. She then refused and bit the tube. There was no way to clear her sputum and improve her condition. Mother D felt helpless in this situation. Later, Mother D felt that more experienced nurses would know how to interact with her child and help guide the child to receive treatment. The nurse promised her that she would not insert the tube deep, only into the throat. She wanted the child to perceive that she controlled her own body to cough up phlegm. Then the child opened her mouth and the nurse inserted the tube and suctioned it away. Then she cooperated and learned to cough and make herself comfortable. That time, she removed a lot of phlegm. Mother D felt that if the child was willing to cough on her own, sputum would be more effectively cleared than by using suction.
More experienced nurses
Child perceived and controlled her own body Self-care identified two subconstituents: developing an internal medical care team and developing an outreach program for long-term home care.
Subconstituent 1: developing an internal medical care team
The parents thought that the care quality of the current multispecialty medical care system has improved because the system seems to consider the overall care demands of the families. As the care program becomes more complete and focuses on disease prevention, the medical system and families must cooperate with each other to maintain the patients' best condition.
Mother H: "Their team has a digestion physician, orthopedic physician, thoracic cavity physician, and neurology physician. … He is fat! He said that we would have a department of nutrition counseling, with a nutrition instructor, and you can pose questions related to your digestion problem. It is a good service." Father H: "They formed a medical team to provide treatment in an emergency. They were concerned and assisted with the examinations." Subconstituent 2: developing an outreach program for long-term home care
Parents suggested that since health-care professionals follow the children's long-term situations, their relationship is closer, and they are more familiar with the children's physical and mental states, as well as the care provided in families. For instance, homevisit health-care professionals are familiar with the home equipment, and according to different stages of the illness, they can remind the parents of the need for additional care equipment, such as a respirator. Thus, they can enhance the quality of domestic care during each phase of the child's illness.
Mother J: "Dr. Jong arranged regular outpatient clinic follow-ups to verify her scoliosis and cardiopulmonary function. We see him every half year to one year! To prevent scoliosis, we had her wear the back brace." Father J: "We were active."
Constituent 3: family and home as key elements in critical care
After reading the participants' descriptions, the meaning units were rephrased in the psychological aspect of their lived experience by researchers and synthesized to the home as the primary location of acute care, the restrictions of hospitalization, the ability and equipment, and encouraging children's self-care.
Some parents discovered that their children were afraid of being separated from their families relied on others to immediately handle their physical needs and considered the family as the best environment to relieve their discomfort. According to parents, although MD cannot be cured, the medical care provided by healthcare professionals goes beyond hospital care, and decision-making for care should be given back to the families, while health-care professionals support the families to enhance the care quality. Health-care professionals encourage the children to care for themselves and empower them to make decisions. The physicians considered transforming the hospital intensive care unit (ICU) to a home ICU. This includes two subconstituents: the home as the primary location of acute care of children with MD and helping families enhance their children's self-care potential.
Subconstituent 1: the home as the primary location of acute care of children with MD
In the acute stage of MD, some children should remain in the ICU. As the children grow and mature, they become afraid of being separated from their parents and perceive the restrictions of hospitalization. At the hospital, they do not have the freedom to demand relief from phlegm or turn their body at any time, as they do at home because some hospitals only provide limited aid (CoughAssist). When health-care professionals realize a family has the ability and equipment (CoughAssist and respiratory machine) to care for their child at home, they agree that home care is indeed better than staying in the ICU. Parents suggest that doctors can improve medical treatment and affirm home care from the perspectives of the children and their families.
Parent F: "We were almost hospitalized. Yes, but after talking to the doctor, the doctor gave me a lot of medicine and asked us to go home. We could follow the instructions at home, such as chest care after using inhalation, monitoring temperature for fever, and others…. This was what he said. It was the same in the ICU, but the difference was that families could not enter the room to take care of him.…However, if we were at home, we could assist with chest care, and it might be conducive to his recovery." Subconstituent 2: helping families enhance their children's self-care potential Parents may not completely understand their children's physical feelings. Parents suggest that health-care professionals should talk to their children as independent individuals and empower them with the responsibility of self-care. It is important for children whose bodies are out of their control to understand their bodies and improve their physical control, especially regarding the sputum of the lungs.
Mother D: "She accepted the sputum suction to relieve phlegm; however, sometimes the nurses reached deep in the throat, and it was extremely uncomfortable. She then refused and bit the tube…. Later, the nurse was more experienced and promised her that she would not reach deep, only to the throat. She opened her mouth and coughed by herself, and the nurse sucked the phlegm away. She then cooperated. She removed a lot of phlegm that time and felt more comfortable." Father D: "She trusted the nurse."
Parents suggest that families and children make continuous efforts to recover through rehabilitation. However, if they keep training their children and it is not effective, they feel frustrated. Health-care professionals suggest that parents and children can change their perspective and promote the children's advantages. Health-care professionals help the families appreciate their children's advantages and thus increase their children's selfesteem.
Mother B: "He did not have the strength to keep holding the pencil to write small checks….I took him to the hospital in June to the Department of Rehabilitation. …The physical therapist said he did not have the strength but had the advantage of intelligence. Thus, they could rely on electronic products, and I applied for a computer from the school. " Father B: "I also agreed that he should use the computer to write his homework."
Constituent 4: respect and care for family care demands
The meaning units that featured this constituent were assistance for parents' care situation, respect for home care habits, affirmation of the family's care abilities, and delivering the technical art of care. Since the illness is complicated, parents indicate that health-care professionals should provide parents with assistance, affirm the family's care abilities, and respect home care habits to enable children to obtain better care. Nonetheless, not all health-care professionals have care experience with MD. Thus, they should share experiences to provide better care for the children. In particular, the delivery of pain-relief care skills can help reduce children's fear of environmental change. There are three subconstituents in this constituent: sympathy and assistance for parents' care situation; including the care experiences of families in overall treatment; and passing down the technical art of care to the patient. Subconstituent 1: sympathy and assistance for parents' care situation Parents realize that children should rely on their families to deal with their MD, physical status, and movement ability. At home, they can use their usual equipment; however, when at the hospital, it is very inconvenient to deal with their discomfort. Health-care professionals have sympathy for parents' helplessness and assist with rapid patient service, registration, and emergency aid.
Father G: "The doctor serviced us first since he realized that we were far from the city and it was inconvenient to wait for a long time. The other patients were energetic and did not have MD. He provided service according to the situation." Mother G: "He shortened our waiting time. I thank him for his concern." Subconstituent 2: including the care experiences of families in overall treatment
Some parents carefully observe their children's reactions to medical treatments, and although they trust the health-care professionals, they still worry that the health-care professionals might judge the children's states according to the general situation and neglect the changes of their illness. Parents suggest that health-care professionals should have the intention to discuss the treatments in detail with the families, understand family care experiences, and consider their experiences in the decision-making process.
Mother I: "I said, "Dr. Qiu, she caught a cold and had a lot of phlegm for many days. Is hospitalization necessary?" Doctor Qiu asked what I thought. I said, "She could be hospitalized for several days." Doctor Qiu agreed, and said that the caregivers' experience is always better than the doctors' since it is the caregiver who takes care of the patients over the long term!" Subconstituent 3: passing down the technical art of care to the patient Some parents indicate that the children are afraid of being touched by others, as an external stimulus on their deformed bodies increases their pain. They expect health-care professionals to understand the physical discomfort of their children and improve their care skills to avoid the children's discomfort. When health-care professionals ask for leave, they should inform the caregivers covering for them of the children's habits and nuances on how best to care for them.
Mother D: "My daughter said that Nurse A was on leave and that Nurse A asked the other nurse to take care of her according to her habits. Thus, she let her treat her phlegm."
Constituent 5: feedback and support from families
The meaning units that featured this constituent were family trust treatment, family gratitude, and children's acceptance of treatment. Parents feel that health-care professionals and families should support and work with each other. The families appreciate the health-care professionals in receiving long-term service or recommending their services to others, while the children support friendly health-care professionals through their language or behavior, which suggests that families maintain friendship through effective interactions. Parents express the family's feedback to address the quality of care provided by the health-care professionals, enabling them to reflect on the real care needs of the family and enhancing the link to each other. There are two subconstituents in this constituent: parents' affirmation of medical care and children's intention to learn and cooperate.
Subconstituent 1: parents' affirmation of medical care
Parents suggest that health-care professionals are sympathetic to family difficulties in care situations and have the intention to communicate with them and be involved in the family care experience, which helps the family feel that the caregivers empathize with and care for them. Some parents wrote to hospital directors to show their appreciation for the devotion of their children's caregivers. Some parents went to see the health-care professionals they trusted for the long-term. Even though some of the health-care professionals had changed workplaces, parents were still willing to take their children to these trusted health-care professionals. Some parents recommend their health-care professionals to other parents or praise them. They realize that health-care professionals who understand the care demands of families of children with MD are few, and they cherish them.
Mother I: "The doctor was kind to my daughter. I wrote to the director. I sent an email since he was such a good doctor! I wrote about the situation! I said that we trusted him and always wanted to see him." Subconstituent 2: children's intention to learn and cooperate Some parents suggest that some health-care professionals expect their children to cooperate with them and to be healthy in spite of negative attitudes about their illness. However, the children usually do not prefer health-care professionals with negative language and are fond of caregivers who recognize this. Because the children's language is limited, they cannot express their care needs to health-care professionals through vocabulary alone; the children usually respond to health-care professionals' friendship through simple language and behavior. Some children directly show that they expect treatment from certain health-care professionals, and they refuse the care of others; some children demonstrate by their behavior during treatment, that they are not afraid and will cooperate with the treatment.
Mother D: "The nurse said look at your bugs. I locked them all here, and you will be cured soon. It was a positive interaction, and the child preferred the encouragement. She had a sense of achievement. Positive guidance and patience made the difference. In the hospital, the children's attitude changed toward the nurse. She tended to accept the suggestions of the nurse she trusted."
Discussion
Parents recognize the significance of their partnership with health-care professionals and the value of the collective physical, mental, and life care to provide help for their children. Health-care professionals integrate medical teams and long-term care, address the importance of preventive medicine, and consider the life care at home. Health-care professionals facilitate care given by families, which empowers the families and children. Health-care professionals empathize with the families, pay attention to family care experiences, and include them in their treatment plans. As healthcare professionals improve their MD care skills, they pass on these skills to their colleagues; it helps them take care of the children. Health-care professionals and families have affective interactions; the families perceive the health-care professionals' concern and provide feedback to them; thus, the children have the intention to cooperate instead of being afraid.
The health-care professionals and families work together to take care of the children's illness, which demonstrates their partnership. Information regarding parents' care demands can improve the quality of life of the families and enhance the partnership between the health-care professionals and the families [9, 18] . In addition to physical care, we found that when children grow up, they resist hospitalization. Yang et al [4] revealed that when children are older, they recognize the approach of death with their deterioration from the illness. Therefore, health-care professionals should help families understand the meanings of their children's superficial behaviors and allow them to partake in, and accept, children's mental changes. In addition, since the symptoms are complicated, some families are used to dealing with new symptoms through the intake of medicine and neglect simple life care. Keim et al [19] suggested that when the disease recurs or worsens, it may cause the child to fear death. At this time, communication between the parents and the child about death will help the child to reduce their fear. Therefore, we must assist parents to provide spiritual care for the child as their disease changes. In Taiwan, related studies have demonstrated that children with serious illness tend to rely on emergency treatment and thus depend excessively on medical technology, while they should try to prevent the underlying disease [20, 21] . Health-care professionals may help the family provide child life care at home. Laugesen et al [22] also emphasizes that health-care professionals should assist parents to understand how the disease pervades all aspects of everyday life for the parents to help them regain their self-confidence and manage the complex challenges. Swallow et al [23] promoted parents and professionals to collaborate to develop a novel Online Parent Information and Support application to support home-based clinical care-giving for other long-term conditions. Thus, health-care professionals should understand the life of families in order to integrate professional knowledge with home care and strengthen the ability of the family to prevent comorbid illness through the Internet, as well as enhance the professional and family partnership.
Parents indicate that integrated professional medical teams and long-term care strengthen the complete care for families. Multispecialty health-care professionals cooperate and communicate with each other to provide complete treatment strategies and thus enhance care quality [24, 25] . In addition, parents indicate that a cross-specialty medical team can integrate collective care and long-term tracking of prevention. However, at present, Taiwan lacks a care coordination unit that links the resources of medical-and community-based providers. Kuo et al [26] constructed a model of care coordination resources for children with medical complexity, which ranges from direct practice provision to external organizations, such as hospitals and accountable care organizations. It is therefore proposed that the future administrations can develop a care coordinated team to integrate hospitals and long-term care resources in communities.
Some parents believe that the health-care professionals recognize the families' ability to care for their children's acute disease. In comparison to the ICU, the labors of families are more concentrated on the children; this enhances the quality of care for the children while avoiding separation anxiety. Related research shows that home medical care could strengthen the care of families as subjects [27] . Additionally, according to the parents, the health-care professionals communicate with the children, empower them with the responsibility of self-care, and encourage them to sense their bodies and control their physical states. When the children care for themselves, it helps to alleviate the burden for their families and helps to develop the children's personality and self-esteem [28] .
Skills are obtained by reflecting on the practices of techniques because they are derived from a concern for the patients and include their care [29e30] . Based on the statements of most parents, children with MD are very sensitive to pain, and health-care professionals should share their comfort care abilities through reflective experiences with their patients. Care skills are demonstrated through the ethics of care and concern for the children and families in the partnership.
Families respond to health-care professionals through language or behavior, and in particular, through feedback from the children. According to the parents, when health-care professionals help them consider the treatment process through positive language, they can more easily accept the treatment.
As discussed above, although currently there are no further breakthroughs in treatment for MD, in clinical practice, the quality of care can be enhanced through partnerships between families and health-care professionals. Health-care professionals can assist families in integrating resources from various medical specialties and long-term care to provide preventive care to delay the rate of muscle deterioration of the affected children. An online platform can also be created to promote frequent communication to strengthen home care capabilities. In addition, we identified two themes for further discussion in clinical nursing practice. First, children with MD are fearful of their worsening physical condition. Therefore, partnerships between families and health-care professionals can be used to jointly develop strategies to help parents understand their children's fear and allow children to express their fear, which can also increase their time together for care and interaction. Secondly, although children with MD largely rely on others to care for them, they are sensitive to some of their physical symptoms. Therefore, health education strategies can be developed to encourage children with MD to participate in their own care when they detect their physical symptoms. This may well facilitate the personal development of the child and help them to understand the meaning of self-care.
Limitations
This study is carried out from the parental perspectives to understand the experiences of partnerships between families and health-care professionals in Taiwan. Because the partnership process involves dynamic interactions between families and healthcare professionals, future studies will be conducted from the viewpoint of children with MD and health-care professionals.
Suggestions for clinical practice
Clinically, health-care professionals should combine care with children's development and family life and offer efficacious medicine. In addition, contact with relevant organizations should be maintained to provide a complete social resource network that offers abundant information to assist in family care. The administration should offer continuous in-service education to enable health-care professionals to develop sufficient knowledge of MD care and the ability to make joint decisions with families. The interdisciplinary team that provides home medical care should regularly visit families to enhance preventive care and reduce the burden of parental care. The administration should also convene periodic meetings to discuss, share, and reflect on the techniques of technical transformation and the challenges faced in the partnership with families. The administration should integrate horizontal and vertical resources to develop complete information networks and assist health-care professionals in finding information concerning partnership care for families taking care of children with MD.
The findings herein can help health-care professionals recognize the life experiences of children with MD when providing medical care. Additionally, the study can serve as a reference for future researchers to explore intervention measures to enhance the partnership between health-care professionals and families.
Conclusions
This study investigated parents, health-care professionals, and families in partnership care as subjects, and they cooperated with each other to achieve better family care. The health-care professionals reinforced the quality of self-care, integrated medical care teams, and enabled families to develop their care abilities. By making critical care available at home instead of only in the hospital setting, the health-care professionals empower family care and help families control how they care for their children. Partnership refers to the mutual respect and affirmation between the health-care professionals and the families, and this care experience is included in the overall treatment experience of the children. The children are empowered with the responsibility of self-care and are encouraged to receive treatment through positive concepts.
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